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Abstract 
Families fulfill vital roles providing care, to their adult family members who have intellectual 
and/or developmental disabilities and live on-reserve within British Columbia. When looking at 
what impacts an Indigenous family’s ability to provide ongoing quality care the complex 
relationship among service need and services used is identified. There exist two world views about 
disability yet there remains only one system of care. This literature review examines who the 
services providers are and how their services impact families living on reserve. 
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I. Introduction 
“Non Aboriginal services do not understand the Aboriginal way of ‘shared care’ and the 
role that extended families play in supporting Aboriginal people with disabilities” (Shut out, 2009, 
p. 59). While the families who support individuals with intellectual and/or developmental 
disabilities (IDD) continue to play a significant role in the delivery system (Smull, 1989 & 
DiGiacomo, Green, Delaney, Delaney, Patradoon-Ho, Davidson & Abbott, 2017) and are 
increasingly called upon to provide supports well into their child’s adult years (Ouellette, Kuntz, 
Blinkhorn, Rouette, Blinkhorn, Lunsky & Weiss, 2014) family quality of life (FQoL), plays a 
significant role when influencing policy making, guide service delivery, and enhance outcomes of 
individuals with IDD, and their families (Brown & Brown, 2004; Turnbull, Brown & Turnbull, 
2004). According to Albert Pooley, from an Indigenous perspective, “There is nothing more 
important and precious than family. Nothing, As Native people, we believe that family is where 
we start” (Family is the Focus—Proceedings summary, 2015, p. 7).  Family living promotes many 
things including a sense of belonging, love, honour, humility, courage, wisdom, generosity and 
celebration. Equally important is the individual, collective, and community-based efforts found in 
stories and traditional knowledge and activities (Family is the Focus—Proceedings summary, 
2015).  These are integral benefits that social service systems may not easily provided. As a result 
of this, Indigenous people continually need to take a stand against colonialism and advocate for 
frameworks, policies, and services and frameworks that are built upon our own beliefs (Sterling, 
2016).    
Relationship to the topic 
 When I decided to pursue my education journey, I was uncertain about my purpose in this 
world and remember the day I registered in my first Indigenous Studies course with Faye Ahdemar. 
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I never would have predicted that this one decision would inspire me to be the person I am today, 
as not one part of my existence has been untouched. 
 I am the daughter to George and the late Noella (Brunet) Garcia and the grand daughter to 
the late Indigenous George and Mabel (Campbell) Garcia and the late non-indigenous Laurette 
and Henry Brunet. While I recognize that being of mixed heritage is a gift that has allowed me the 
privilege of seeing both world views the grips of losing my inherent right to the culture and 
traditions of my Indigenous ancestors remains alive and well with every breath. 
 My relationship to this topic has developed over the last seven years during my time as the 
Coordinator and Senior Facilitator with the family driven BC Initiative for Inclusive Post-
Secondary Education (STEPS Forward). Through thoughtful collaboration and consultation to 
discuss life after graduation, the Nicola Valley Institute of Technology (NVIT), Merritt School 
District 58 and families, invited STEPS forward to Merritt to learn about an innovative 
commitment to inclusiveness by supporting colleges, universities, and technical institutions to 
include and educate students with IDD by unlocking new possibilities for life-long belonging, 
learning and contribution (Obrien, Bowman, Chesley, Hughson, and Uditsky, n.d.). While I work 
closely with all that encompasses a college campus, I also work with various local 
businesses/agencies, schools, community members, families, and our five surrounding Indian 
Bands. Part of my job is to shift assumptions and beliefs about where people with IDD belong. 
This departs from the traditional practices in hopes to move us closer to inclusive organizations 
and a more equitable society. Challenging the western worldview about people with IDD as well 
as anchoring the students and sometimes families to a positive narrative about life, purpose, 
belonging, education and having socially valued roles in their communities has brought attention 
to the gaps that exist for families who support mature adults and those who are entering adulthood. 
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It has been my experience that services afforded to individuals eighteen years of age and younger 
are somewhat commonly accessed; however once these same individuals reach their nineteenth 
birthday, the services that reflect the ongoing support needs of an individual with IDD like 
education, purpose, belonging, and having socially valued roles in their communities become 
almost becomes non-existent. This is magnified when the families of these individuals are working 
full time and have limited access to support. For the services that do exist, for clients over the age 
of nineteen, they may be difficult to navigate, the paperwork is intense, transportation usually 
never lines up with other obligations and responsibilities, and unless your designation is a health 
or safety concern, you’re not always a priority. Due to the limitations of STEPS-Forward, the lack 
of opportunities and the lack of services on reserves, many individuals with an IDD and their 
families are forced to access services outside of their communities, if even possible.  
 There is limited research on disability types among Indigenous people (Government of 
Canada, 2019); however, according to (Irazabal, Pastor & Molina, 2016) the experience of having 
to support a child with IDD has a great impact, often quite painful, and frequently giving rise to 
moments of crisis with intense repeated thoughts of uncertainty and feelings of disorder, lack of 
balance, and deep pain (2016). There is no reason to believe that the experiences of supporting an 
adult with IDD is any different. Adults with IDD are also an extremely vulnerable population and 
are more likely to develop a range of chronic conditions including, but not limited to, diabetes, 
congestive heart failure, seizure disorders and psychiatric disorders and who are less likely to 
receive preventative care, as cited by Selick, Durbin, Casson, Lee and Lunsky (2018). In addition 
to these, there also exists a lack of evidence-based interventions that can improve health-related 
behaviors (Elinder, Sundblom, Zeebari & Bergstrom, 2018). Receiving both international and 
national attention are the major health risks in aging persons with IDD (Haveman, Heller, Lee, 
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Maaskant, Shooshtari & Strydom, 2010) as well as the aging carers supporting a family member 
with an IDD (Mihychuk, 2018). Despite the limited research on disability among Indigenous 
people, there is enough research to hypothesize that if there are growing concerns about the well-
being of people who have an IDD within our general population our priority populations, like First 
Nation communities who are experiencing extreme health inequalities may experience unique and 
additional challenges. For instance, stigma towards disability, different understandings of 
disability, personal influences involving resilience, cultural differences and support-seeking 
behaviors, experiences in accessing support services and resources (Azar & Badr, 2010; 
McCubbin, Thompson, Thompson, McCubbin & Kaston; Llewellyn, Gething, Cant & Kendig, 
2010). In addition of course is the very long list of discrimination and historic oppression and 
trauma against Indigenous people (Calls to Action English2, 2015). 
When looking at roughly 600 reserves within British Columbia health disparities are 
identified considerably across the board. The concerns that surround meeting the needs of 
individuals requiring continuing care on reserves are in part, due to the complexity of overlapping 
responsibilities and current policies between governments, subsequently resulting in a complicated 
and ambiguous framework (Mihychuk, 2018).  Further complications arise from two very different 
worldviews, with only one system of care. Equally concerning are the services that are provided 
in off-reserve care facilities fails to provide culturally appropriate and culturally safe care and are 
often located quite far from First Nations communities (Mihychuck, 2018).  
For Indigenous people with more complex health needs, access to continuing care on 
reserve is essential to their well-being. According to Keith Conn, continuing care covers a range 
of services, including home care, community care services, long-term facility-based care, respite 
care and palliative care (Mihychuk, 2018). Further research revealed that continuing care services 
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are not only for seniors: they are for anyone, of any age, with chronic medical conditions. These 
services are part of the continuum of care to which all Canadians are eligible for (The State of 
Seniors Health Care in Canada, n.d.) until the end of their lives (Mihychuk, 2018). 
 This literature review provides an advanced summary about how the lack of services on 
reserve impact families who are supporting adults with IDD in British Columbia. I look to this 
scan of literature to guide the research to better inform action, policies, and contribute to 
developing awareness, and knowledge. Further this scan will inform partnership creation that will 
align with a holistic framework built on the cultural values of the Indigenous peoples, thus, shifting 
and reducing boundary legacies of colonialism and conditions of essential, Indigenous self-
determination (Waler & Jojola, 2013). “Because the research that influences policy and shapes 
practices that impact Indigenous communities emerges from Western, not Indigenous, knowledge 
or forms of inquiry” (Kovach, 2010, p. 13). 
Operational Definitions of Terms and Comparison  
For the purpose of a knowledge-gathering exercise of this type and to frame the scope of this 
literature review it is essential to define the key terms that will be used through-out this literature 
review (The State of Knowledge of Aboriginal Health, 2012). 
Indigenous, as used in this major paper, refers to all three separate groups acknowledged by 
the Canadian Constitution; First Nations, Inuit, and Metis (G. of C. I. and N. A. Canada, 2014).  
Reserves Serve as physical and spiritual homelands, (Reserves | The Canadian Encyclopedia, 
n.d.) the primary focus of this major paper will be referring to Indigenous peoples living on 
reserves; Indian Reserves is land held by the crown ‘for the use and benefit of the respective bands. 
Many First Nations (Indian Bands) include several separate portions of land as their reserves.  
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There are, however, some nations that do not have reserves, for example the Inuit and Metis people 
live rather, in communities, that are governed by land-claims or a self-government agreement.  
Rural and urban areas, rural areas include small towns, villages and other populated places 
with less than 1,000 population and an urban area is defined as having at least a population of 
1,000 (Rural area (RA)—Census Dictionary, n.d.). Through-out this paper both rural and urban 
communities will be used as a guide to identify the variances in population within BC; as many 
reserves within B.C. are both rural and urban communities. 
Family includes a person whom a child considers to be a close relative or whom the 
Indigenous group, community or people to which the child belongs considers, in accordance with 
the customs, traditions or customary adoption practices of that Indigenous group, community or 
people, to be a close relative of the child (Branch, 2020).  
Caregiver will be used to describe a person who has primary responsibility for providing the 
day-to-day care of a person, other than parents (Branch, 2020). 
For the purpose of this literature review the term Intellectual and Developmental disabilities 
(IDD) will be used and its point of reference will be the definitions outlined below for both 
Intellectual and Developmental disabilities. 
Developmental Disabilities are defined as those that appear before twenty-two years of age. 
They are life-long disabilities that affect one or both physical and cognitive functioning. Some of 
these disabilities, like blindness originate from birth for example. Others are both physical and 
intellectual disabilities and are a group of conditions that originate due to an impairment in youth. 
The term developmental disability encompasses people with intellectual disabilities but also 
includes physical disabilities. The spectrum of care and needs may vary from severe to minimal 
(iprovadmin, 2019). 
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Intellectual Disabilities are known for individuals having below-average IQ/cognitive abilities. 
Other limitations include the ability to perform everyday functioning activities like self-care, 
routines, hygiene, as well as adaptive behaviors such as communicating, speaking, walking and 
socializing. The causes of intellectual disabilities including physical and genetic factors, problems 
during pregnancy or at birth, health issues at an early age, or exposure to environmental toxins. 
Some common syndromes include autism, down syndrome, and fragile X syndrome. The spectrum 
of care and needs may vary from severe to minimal (iprovadmin, 2019). 
Continuing care includes home care, community support services, supportive and assisted 
living and long-term facility-based care, as well as respite services and palliative and end-of-life 
care. Long-term care is part of continuing care but refers solely to facility-based care as cited by 
(Mihychuk, 2018). 
Elder and elder will be used frequently throughout this literature review; however, when using 
the uppercase letter this indicates a title and when using a lowercase this is referring to a senior 
(Mihychuk, 2018).   
II. Methodology 
Data Collection and Analysis 
This literature review was completed using a thematic review of the existing literature to 
pull out themes and concepts that are relevant and important to understanding the topic. As Kovach 
discusses, there are two ways to understand the term “methodology”. A narrow definition would 
describe methodology as the particular methods of data collection and analysis that the researcher 
employs. A broad definition, on the other hand, would include discussion of the theoretical 
assumptions that inform the choice of these methods (2009).  For the purpose of this literature 
review, a narrow definition of methodology is sufficient. 
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Throughout the process of this literature review, several different methods of data 
collection were utilized to gather articles from multiple sources.  Peer reviewed articles were 
gathered from the University of the Fraser Valley library using specific key words that were 
relevant to the required information, as well as from google searches and books from the Nicola 
Valley Institute of Technology Library. Websites were found through internet searches on the 
Google search engine, as well as by browsing links on known related websites. 
 Key terms used included developmental disabilities, intellectual disabilities, dual 
diagnosis, family support, individual support, chronic health concerns, health care, health 
disparities, aging, health risks, quality of life, older caregivers, impacts to families, adult children, 
parents, caregiving and respite. Due to the limited research about Indigenous people with and 
supporting an individual with IDD living on-reserve I was compelled to use articles from Australia 
and the United States of America to gain a broader view about how and what was impacting 
families.  
What was specifically identified in the literature is that Indigenous people supporting 
someone with IDD and living on-reserve have been consistently ignored by all Canadian statistics 
leaving a significant gap for compiling data and insight about Indigenous people and their ways of 
knowing a being. Insight acquired by Indigenous people is needed so that it specifically provides 
an underpinning for an evidence-based, holistic, (An Overview of Aboriginal Health in Canada, 
2013), culturally safe, and a culturally appropriate (Halseth, 2018) foundation. A foundation to 
serve disability and social policy at all levels of government, as well as associates for persons with 
disabilities and researchers working in the field of disability policy and programs. This would also 
include planning and evaluating services, programs, and policies to enable Indigenous people with 
IDD full participation in society (Government of Canada, 2018a).  What stands out is that much 
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more research is needed from the perspective of Indigenous leaders, agencies, families, caregivers, 
communities and the people who are living with IDD. It is possible that this data exists as collected 
by individual Indigenous and / or Tribal Councils however it is not represented in the conventional 
document libraries. During the process of this literature review I had to be aware of my own 
worldview and how it impacts how I receive and review the data used in this review of the available 
literature.  I am aware that as a front-line worker I must analyze my perception of the data from 
that perspective. I realize that the data review was influenced by my own experiences as an 
inclusion facilitator and a social worker. As Wilson (2008) teaches us, the priorities of Indigenous 
research are not reliability and validity, but rather authenticity and credibility. 
There are 74 resources used to complete this literature review. Many of the resources speak 
to the past, current and ongoing work regarding how families are impacted by the lack of services 
while caring for their adult children with an IDD. I used as much relevant and current data that is 
available at this time.  
III. Literature Review 
Indigenous People Are Being Cared for On-Reserve 
Indigenous people with disabilities are one of the most oppressed and marginalized groups 
in Canada (Hirji-Khalfan, 2009). In Canada, residing on reserve are 820,115 individuals who have 
identified as Registered or Treaty Indian status and an estimate of 792,140 who have claimed 
membership in a First Nation or Indian Band (Government of Canada, 2017b). When drawing our 
attention to British Columbia (B.C.) research revealed B.C. to be the second highest Indigenous 
population in Canada with the highest number of First Nations communities in the country. 
According to the Geography Series, 2016 Census, there are 270,585 Indigenous people within 
British Columbia and of this 63% (172,520) were First Nations, 33% (89,405) were Métis, and 
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0.6% (1,615) were Inuit. Of those, 59.9% live off reserve and 40.1% (Government of Canada, 
2017a) live on reserve in one of the approximately 600 First Nation communities through-out 
British Columbia (Fnigc_rhs_phase_3_national_report_vol_1_en_final_web, n.d.). Of those 
living on reserves and in the northern First Nation communities, it is unclear how many individuals 
have IDD due to the intentional exclusion of First Nations reserves participating in the Canadian 
survey’s (Government of Canada, 2018b & 
Fnigc_rhs_phase_3_national_report_vol_1_en_final_web, n.d.). Despite this, Indigenous health 
has not gone unnoticed and in an effort to demonstrate that Indigenous people with IDD are 
residing on reserve I turn to two long term studies, First Nations Regional Health Survey (FNRHS 
or RHS), and the Ministry of Education; Aboriginal Report – How are we doing. For a more current 
reflection and to help fill the gap I look to the 2017 First Nations and First Nations Persons with 
Disabilities Engagement on Federal Accessibility Legislation Report as well as the agency, British 
Columbia Aboriginal Network on Disability Society (BCANDS).  
When looking at Indigenous health nation-wide the First Nations Information Governance 
Centre (FNIGC) was created and operating on a mandate from the Assembly of First Nations’ 
(AFN) Special Chiefs in Assembly. The FNIGC is responsible for, among other things, the 
implementation of the FNRHS or RHS in collaboration with its regional member organizations 
using a cultural framework that reinforces and reflects Indigenous health and well-being which are 
interconnected and within an inclusive, inter-related and interactive web of life and living 
(Fnigc_rhs_phase_3_national_report_vol_1_en_final_web, n.d.). Phase one began in 2002, Phase 
two was initiated in 2008 and with extensive review and revisions Phase three began and 
completed in 2018. For reasons not shared, the Inuit withdrew from these surveys when Phase one 
began, however, the other FNIGC’s Regional Partners included the following; The Union of Nova 
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Scotia Mi’kmaq (Nova Scotia, Prince Edward Island and Newfoundland); New Brunswick 
Indians; The First Nations of Quebec and Labrador Health and Social Services Commission; The 
Chiefs of Ontario (Quebec); The First Nations Health and Social Secretariat of Manitoba; The 
Federation of Sovereign Indigenous Nations (Saskatchewan); The Alberta First Nations 
Information Governance Centre; The First Nations Health Authority (British Columbia); The Dene 
Nation (Northwest Territories) and lastly, The Council of Yukon First Nations. The RHS is the first 
of its kind implemented explicitly in keeping with the First Nations principles of OCAP; 
ownership, control, access and possession. For further information about the OCAP please refer to  
Ownership, Control, Access and Possession; The Path to First Nations Information Governance 
 and for more information about the RHS framework please go to First Nations Regional 
Longitudinal Health Survey. 
The results of phase three in the FNRHS failed to narrow down the exact details of the 
chronic health concerns that would satisfy the diagnosis of IDD exactly, it does however, speak to 
adults with learning disorders, speech or language difficulties, neurological disease and autism 
spectrum disorder. Interestingly, in the youth section it makes specific reference to developmental 
disorders (Fnigc_rhs_phase_3_national_report_vol_1_en_final_web, n.d.). Meanwhile, in the 
First Nations and First Nations Persons with Disabilities Engagement on Federal Accessibility 
Legislation Report among Indigenous adults and Northern communities 1.2% reported as having 
a cognitive or mental disability (Afn_fal_report_phase1_eng_-final_pdf, n.d.). Moving into BC, 
the Ministry of Education provided a more in-depth report that aligned with the medical model 
definition of disabilities for Indigenous students living on-reserve.  
The majority of students in BC are receiving their education in public schools and students 
of Indigenous ancestry have been overrepresented in several ‘needs’ categories for years (Nelson, 
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2017).  According to the 2019 Ministry of Education; Aboriginal Report – How are we doing, once 
a student has self-identified as being of Indigenous ancestry (First Nations: status and non-status, 
Métis and Inuit) the student is included in all recorded outcomes for Indigenous students. In 
2018/19 of the 568, 985 students in the province, 64, 326 students self-identify as Indigenous. 
From the 2009/10 calendar year to 2018/2019 calendar year there has been a steady increase from 
10.0% to 11.3% of students who self-identify as an Indigenous Student. Students are classified as 
Indigenous when they identify themselves as such (ab-hawd-school-district-public. Pdf, 2019). 
During the 2018/19 September count, of the 67,394 Indigenous students 7,991 lived on 
reserve and 59, 403 live off reserve. During the February count of the 67,340 Indigenous students 
7,975 live on reserve and 59, 365 lived off reserve. Since 2014/15 the off-reserve numbers show a 
steady increase; however, on reserve revealed it was not until 2016/17 where there were slight 
increases (ab-hawd-school-district-public. Pdf, 2019). 
The total number of schools included in this data totaled 1,385, of this number 425 schools 
reported that 5% of their student body self-identified as Indigenous, 218 were within the 5%-10% 
range, 358 showed 10% to 20%, 301 were between 20% to 50% and 83 were identified as sitting 
in the 50% to 100% range. Alternate schools showed 2,904 students self-identified as Indigenous 
and 1,489 were female while 1,415 were male. There was, unfortunately, no statistical information 
that identified if the students who were attending alternate schools lived on or off reserves (ab-
hawd-school-district-public, 2019). 
Students identified in the special needs’ performance reporting group were separated into 
four groups; sensory disability (included visually impaired and deaf or hard of hearing); learning 
disability (included learning disabilities), behavior disability (include intense behavior 
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interventions/serious mental illness as well as moderate behavior support/mental illness) lastly, 
gifted (included giftedness) (ab-hawd-school-district-public, 2019). 
From 2014/15 to 2018/19 the number of Indigenous students with special needs went from 
12,773 to 14,128; unfortunately, this report failed to identify how many of the students with 
varying disabilities are living on or off reserve. Painting an even more telling story, is that during 
the 2018/19 calendar year, only 196 (3%) of the students received their BC School Completion 
Certificate “Evergreen” out of 6,173 grade twelve Indigenous students (ab-hawd-school-district-
public, 2019). The “Evergreen” Certificate is designed for students with special needs and who 
have met the goals and objectives of their individual education plan (Policy-7022-School-
Completion-Certificate, n.d.). Although this report cannot offer concrete evidence that families are 
supporting individuals with disabilities on reserve, its inability to prove otherwise must be taken 
into consideration. 
Using another entry point to provide evidence that individuals and families supporting 
individuals with disabilities are requiring support both on and off reserves is the existence of the 
British Columbia Aboriginal Network on Disability Society (BCANDS). This “stand alone” 
organization is located out of Victoria and provides support for urban and rural centers across BC 
or an on-reserve organization who require health information/resources and support services 
(BCANDS - British Columbia Aboriginal Network on Disability Society, n.d.). Although a service 
like this cannot create a service on reserve, it can however, provide valuable insight for the 
individuals and families inquiring. 
It is only through my employment that it became clear through various personal 
conversations about how residential schools, lack of record keeping, fires, trauma, stigmatization, 
oppression, shame, and other outside influences contributed to the resistance of testing or 
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diagnosing. Knowing this, I knew my approach for student recruitment could not come from a 
mainstream approach. 
And even if we know of a family that has a child with a disability we can’t 
approach them and say well these are the services we offer, come and 
apply…Well, some people might get offended, you know…If someone came up 
to me and said [name] we’re offering these types of services and I’ll look at them 
“Are you saying my child’s disabled?” Like, get out of here, you’re not going to 
come and tell me this. You know? That’s how I would see somebody reacting if I 
were to go up to them. So it’s a very sensitive, uhm, issue I think to approach 
people that way (Supporting Aboriginal Children, 2005, p. 42). 
While the government and elected Indigenous representatives continue to collaborate and 
reach the standard of care for all Canadians, it is important to understand the significance of the 
Canadian Disability Statistic’s and its contribution to the evidence-based foundation that serves all 
levels of government working in the field of disability as well as the individuals who have a 
disability.  
Canadian Disability Statistics 
According to a Canadian Survey, disabilities includes anyone who reported being 
“sometimes,” “often” or “always” limited in their daily activities due to a long-term condition or 
health problem, as well as anyone who reported being “rarely” limited if they were also unable to 
do certain tasks or could only do them with a lot of difficulty” (Government of Canada, 2018b). 
Statistics Canada has been collecting data on disability for more than 30 years, beginning 
with the Canadian Health and Disability Survey in 1983 and now, the Canadian Survey on 
Disabilities (CSD) (Government of Canada, 2018b). The CSD was developed by Statistics Canada 
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in collaboration with Employment and Social Development Canada (ESDC) and with the Personal 
with Disabilities Technical Advisory Group with five year increments (Government of Canada, 
2018a). The purpose of the CDS is to provide a range of data on 10 different disability types that 
primarily focus on activity limitations related to hearing, vision, mobility, flexibility, dexterity, 
pain, learning, mental health, memory and developmental disabilities.  
Essential information is collected on supports available to persons with disabilities, 
employment profile, income and education by province and territory and age group. Disability 
types, severity of the disability, use of aids and assistive devices, help received or required 
(Government of Canada, 2018b) including various therapies used and social service supports 
(Government of Canada, 2018a), education attainment, labour force status in addition to 
experiences and accommodations at school or at work were all incorporated (Government of 
Canada, 2018b). Included for the first time are the Canadian Armed Forces with disabilities 
(Government of Canada, 2018a); however, the most recent statistics show they were not included 
as of yet. 
While minor adjustments occurred overtime, the standing CSD parameters were designed 
to better understand the challenges faced by Canadian persons with disabilities, that being said, in 
2012 the CSD used Canada’s new Disability Screening questions (DSQ) which are based on the 
social model of disability. Using the new DSQ  framework that defines disability as the relationship 
between body function and structure, daily activities and social participation, it also recognized 
the role of environmental factors and individuals who not only have difficultly or an impairment 
due to a long-term condition or health problem, now includes, those who also experience a 
limitation in their daily activities. In an effort to ensure better overall coverage, especially for those 
who had disabilities types that are less visible, such as mental health related and cognitive 
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disabilities, new questions were designed to include more than just the challenges and obstacles in 
their day-to-day lives (Government of Canada, 2018a). 
According to the Canadian Survey on Disability, 6.2 million people aged 15 years and over 
had one or more disabilities, 29% had one type of disability, 38% had two or three and 33% had 
four or more (2017). Collectively the commonness of disabilities increased with age and more than 
540,000 youth, aged 15-24, had one or more disabilities, compared to that of the 3.7 million 
working adults, ages 25-64, and the 2 million seniors, ages 65 and over.  Of these, and across all 
ages, women were 24% more likely to have disabilities compared to that of men who were 20%. 
Taking severity into account, those who had more severe disabilities frequently presented with 
lower levels of education and lower rates of employment and lower income despite full-time and 
full-year employment. In 2017, 57% of Canadians classified as having a “milder” disability (mild 
or moderate) and 43% classified as having “more severe” (severe or very severe) (Government of 
Canada, 2018a). 
Understanding the type of disability and severity among youth is important for supporting 
youth in making the transition into post-secondary education or the labour market. Statistics 
revealed that roughly 15% of youth with milder disabilities were not attending school or employed 
compared to the 31% of youth with severe disabilities; of these 87% had a mental health-related 
disability, a learning disability or both.  
Although pain, mobility, and flexibility were identified as the most prevalent disability 
affecting seniors, among the working age adults, 14% had a pain related disability and 
approximately half that percentage had a combination of mental health, flexibility, and mobility 
(Government of Canada, 2018a).  
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Comparisons were made between the severity of the disabilities and employment and  the 
results disclosed that persons with very severe disabilities are two-and-a-half times less likely to 
be employed than those with mild disabilities and that almost one-third of working age adults with 
more severe disabilities are living in poverty. Though, the presence of disability did not prevent 
older adults (55-64 years) from working there was evidence that those who suffered from a more 
severe disability were less likely to be employed (Government of Canada, 2018a). 
Specific to this literature review, statistics show that in total Bristish Columbia shows 
29,160 males with developmental disabilities, 10,130 with an unknown disability and 81,790 with 
a learning disability. Women account for 17,450 with developmental disailbities, 9,710 with an 
unknown disability and 73,890 with a learning disability (Government of Canada, 2018c). 
 Despite what might seem to be thorough, this survey excludes those living in institutions 
and other collective dwellings, on Canadian Armed Force bases, and on First Nations reserves 
(Government of Canada, 2018b). Data from the 2017 CSD will be used as the groundwork for an 
evidence-based foundation to serve disability and social policy analysts at all levels of government, 
as well as associates for persons with disabilities and researchers working in the field of disability 
policy and programs in addition to planning and evaluating services, programs, and policies to 
enable Canadian adults with disabilities full participation in society. Furthermore, data will be used 
to effectively develop and operate the Employment Equity Program and to fulfill Canada’s 
obligation in relation to the United Nations Convention on the Rights of Persons with Disabilities 
(Government of Canada, 2018a). Despite the exclusion of the Indigenous population living on 
reserve there was a substantial amount of indigenous people living off reserve that were accounted 
for in the surveys.     
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 In fact, 56% of the Indigenous population are living off reserve in both urban and rural 
communities. The largest Indigenous populations noted were; British Columbia (17.7%); Alberta 
(14.0%); Manitoba (13.4); Saskatchewan (11.7%); Ontario (24.2); Quebec (9.5%); Atlantic 
(7.5%); and lastly the Territories at (2.1%). Interestingly, despite Indigenous population being 
younger than the rest of the population, it is also aging, going from 4.8% in 2006 to 7.3% in 2016. 
At this rate the Indigenous senior population could be more than doubled by 2036 (Government 
of Canada, 2017).  
There are repercussions for First Nations communities being excluded from surveys and 
all other information gathering. This exclusion results in there being no groundwork for an 
evidence-based foundation to serve the work of policy analysts and researchers seeking to inform 
the field of disability and programs. This places planning and evaluating of services, programs, 
and policies that enable Canadian adults with disabilities full participation in society at a 
significant deficit (Government of Canada, 2018a). Equally concerning is how the intentional 
exclusion of Indigenous people living on-reserve has prevented the knowledge sharing of cultural 
differences and the existence of two very different world views about people with IDD. This leaves 
the opportunity to influence change in a service where the criteria for IDD is solely based on the 
Diagnostics and Statistics Manual of Mental Disorders (DSM-5) (Diagnostic and Statistical 
manual of mental disorders: DSM-5, 2013). 
What are those disabilities 
There is limited research on disability types and due to this problematic much of the 
research conducted has approached the topic from the perspective of chronic health issues rather 
than disability so that it compliments a holistic understanding between the nature of health and its 
connection to the health experiences from an individual and community perspective; as well as a 
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cultural framework (Fnigc_rhs_phase_3_national_report_vol_1_en_final_web, n.d.) In addition to 
language differences there also exists world view differences. For instance, the AFN suggests that 
we proceed by “respecting and celebrating our differences (Afn_fal_report_phase1_eng_-
final_pdf, 2017). Contrary the AFN suggestion, the language used when discussing IDD, that 
separate Indigenous people from our Western counterparts include but are not limited to; an 
extremely vulnerable population with complex health needs (P. H. A. of Canada, 2018) unhealthy 
behaviors, obesity, and chronic disease are more common in this group (Elinder, Sundblom, 
Zeebari and Bergström, 2018); and high disease burden due to poor dietary and low levels of 
physical activity (Elinder et al., 2018) The term IDD, in whatever form, has and continues to be 
driven by the medical model while the language and definitions used, have changed through-out 
history based on the model used to understand disability (Schalock, 2011).  
The term IDD is increasingly being used and has replaced the term Mental Retardation in 
the most recent DSM-5 edition (Diagnostic and Statistical manual of mental disorders: DSM-5, 
2013). An assessment of intellectual functioning and adaptive functioning is the diagnostic criteria 
for IDD. The intelligent quotient (IQ) test is used to measure intellectual functioning and a 
diagnosis of IDD is determined when a score is two standard deviations below the mean, or less 
than 70. Standardized scales that assess adaptive behavior in conceptual, social and practical skills 
are also used to determine adaptive functioning (Schalock, 2011). In order to receive a diagnosis 
of IDD it must also include adaptive functioning scores that are at least two standard deviations 
below the mean in one of the three domains or a combination score of all three domains that is two 
deviations below the mean and all must be present before the age of 18 (Duncan Bonokoski, 2014). 
Although the DSM-5 criteria for IDD is applicable to all Indigenous people the landscape of 
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disabilities for Indigenous people have a very different perspective (as cited in Durst, 2006), by 
Yvonne Johnston, 1996. 
The old man said, to have been born imperfect was a sign of specialness…The old 
man explained carefully that in the old days, if a child came with a hare-shorn lip, 
it wasn’t a terrible thing or a hurtful thing: it meant the child’s soul; was still in 
touch with the Spirit World. 
Adding to the richness of Indigenous people’s views Jen Narcisse-Joseph shares with me in 
conversation that, “everyone has a gift and/or was born with a gift, so we see those with a disability 
as gifted.” 
Based on these varying views between Indigenous people and western society it is critical 
that the accessibility legislation considers the diversity of qualifications of disability and not limit 
itself with narrow definitions when categorizing IDD or disabilities in general. In order to reflect 
the views of Indigenous people the term disability will include; (a) any degree of physical disability 
…, caused by bodily injury, birth defect or illness …, (b) a condition of mental impairment or a 
developmental disability, (c) a learning disability, or a dysfunction in one or more of the processes 
involved in understanding or using symbols or spoken language, (d) a mental disorder, or, (e) an 
injury or disability for which benefits were claimed or received under the insurance plan 
established under the Workplace Safety and Insurance Act, 1997; (“handicap”) 
(Afn_fal_report_phase1_eng_-final_pdf, 2017). 
Defining IDD provides clinical diagnosis, determines eligibility for funding and supports 
and provides a distinct category for research and policy (Schalock, 2011); however, in most cases, 
defining IDD has had negative impacts on people, families and communities. Carlson (2009) states 
how philosophical debates intentionally, or unintentionally, oppress people with IDD because they 
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are representative and are conceptually exploitive and suggests moving beyond the objectification 
of IDD and the conceptual exploitation of this category in philosophy.  
Who are the Caregivers? 
 When examining who the caregivers are for a person with IDD living on reserve, most 
literature points to the family. This is supported by the evidence given in the First Nations and First 
Nations Persons with Disabilities Engagement on Federal Accessibility Legislation Report which 
states, that the provincial government will generally not operate health services on reserve and that 
the current services on reserves are limited both financially and professionally; therefore, families 
are more often than not, taking on more of the service delivery roles. According to evidence given 
by John Cutfeet, Chief Cadmus Delorne, and Tania Dick, homecare is often provided by family 
members when basic care offered by the community is no longer meeting the needs of the seniors 
and according to Beatty, respite does not exist within all First Nations communities (2017). 
 Unique to the model of family and family systems for Indigenous people, as stated by Dr. 
Margo Greenwood is that, “It is within our families that we as individuals come to know our place 
in this world and to know ourselves as part of a larger collective (Family is Focus, 2015, p. 5).” 
An Indigenous family unit may also be much larger and includes multiple generations and non-
blood related members who may have various roles including, multiple caregivers for offspring all 
of which can be framed and influenced by culture, specifically social ties, language, childrearing 
practices and, residential location. Tam, Findlay and Kohen (2016).  
Current Quality of Care  
Prior to European contact, Indigenous peoples of Canada enjoyed a relatively good health 
(Visions—Aboriginal People | Here to Help, 2008) and had fully functional systems of health 
knowledge, based on their ways of knowing and being (Abororiginal_health_web, 2013). 
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However, colonization in all of its complexities devastated Indigenous health knowledge and there 
continues to be a disproportionate burden of health disparities as a result (Aboriginal Health Web, 
2013). “Health disparities are directly and indirectly associated with or related to social, economic, 
cultural and political inequities; the end result of which is a disproportionate burden of ill health 
and social suffering on the Aboriginal populations of Canada” (Adelson, 2005, p. S45). When 
determining an individual’s health, not only are both genetics and lifestyle decisions considered, 
so are other influencing factors that affect our physical, mental and social health and well-being 
for example social determinants. Social determinants for Indigenous people are the root cause for 
many health dipartites and according to The World Health Organization (WHO), social determents 
is defined as; 
…the conditions in which people are born, grow, live, work and age, including the 
health system. These circumstances are shaped by the distribution of money, 
power and resources at global, nations and local levels, which are themselves 
influenced by policy choices. The social detriments of health are mostly 
responsible for the health inequities – the unfair and avoidable differences in 
health status seen within and between countries (WHO | About social determinants 
of health, n.d.). 
Similar health, social, and economic disparities were identified among the Aboriginal and Torres 
Strait Islander (A&TSI) peoples due to government policies of dispossession and racism which 
contributed to Aboriginal people being one of the most disadvantaged socio-economic groups in 
Australia (DiGiacomo et al., 2017).  
According to research, the current quality, and/or lack of care for Indigenous peoples in 
Canada general, relies heavily on the Federal Government. A government in which a fiduciary 
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responsibility appears to be up for interpretation due to the Crown-Aboriginal relationship may 
not contribute to the reconciliation of Crown and Aboriginal sovereignties because the relationship 
exists for the benefit of the Crown, not for that of Indigenous peoples (Vol 3 No 2 (2012): Special 
Focus on Indigenous Governance | The Arbutus Review, n.d.). That being said, through the many 
battles fought by and for Indigenous people are witnessed to progress in the creation and 
implementation of the United Nations Declaration on the rights of Indigenous Peoples. Right’s that 
included a wide range of political, economic, social, cultural, spiritual and environmental rights. 
Through this beacon of optimism and catalyst for achievement, well-being and renewed hope, this 
framework is built from a global initiative (Joffe, n.d.). It also acknowledges and implements a 
higher standard while providing some relief to those who have had to fight for self-determination 
for the betterment of their people and working in or have inherited broken and underfunded social, 
economic, cultural and political inequalities that have impacted the health of individuals and 
communities across Canada (An Overview of Aboriginal Health in Canada, 2013). 
As the fiduciary responsible entity, the Federal Government has an obligation to support 
the delivery of some health services to First Nations on-reserve and non-insured health benefits 
for all status First Nations. The First Nation Health Authority have taken control of the planning, 
designing, managing, as well as delivering and funding the delivery of these services 
(Reconciliation, n.d.); ultimately inheriting the problems of a system that had been underfunded 
and underserviced since the beginning and for many years. In an effort to eliminate disparities and 
inequities in the health status between First Nations in British Columbia and other residents in 
British Columbia, the B.C. Government has agreed to work with both the Government of Canada 
and the First Nations Authority (Reconciliation, n.d.). 
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Regrettably, as cited in the 2018 report, The Challenges of Delivering Continuing Care in 
First Nation Communities, the Indigenous health policy in Canada is described as a “complicated 
“patchwork” of policies, legislation and agreements that delegate responsibility between federal, 
provincial, municipal and Aboriginal governments in different ways in different parts of the 
country” (p.13). 
The jurisdictional conflict between federal and provincial/territorial interests, is one of the 
most limiting factors when looking at access to healthcare services and other disability related 
programs.  More specifically, because the responsibility of Indigenous People falls under the 
Federal jurisdiction and the healthcare and rehabilitation services fall under the discretion of the 
province/territory, many of the person’s with disability (PWD) needs are not being met. And 
although there does exist the Non-Insured Health Benefits Program (NIHBP) which was designed 
to help cover the costs of Indigenous and Inuit people who do not have extended benefits or 
services, it was not created to meet the very specific needs of PWD. While it is important to 
understand the overarching governance of Indigenous people, it is critical to recognize and 
comprehend how these governing policies directly affect the day-to-day living of families who are 
supporting individuals with developmental disabilities living on reserves. When scanning for 
evidence of services on reserves through-out BC it appeared evident that the gaps in services 
prevent the continuum of care to which all Canadians are entitled until the end of their lives 
(Mihychuk, 2018). 
Scan of Disability Services Provided On-Reserve  
Although the literature took into consideration the uniqueness of each community, the 
healthcare and the delivery of healthcare services in First Nation communities, is complex and 
involves not only the concerns of current on-reserves services but also the concerns of the 
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culturally safe and appropriate services families are forced to access off reserve (Mihychuk, 2018). 
Putting aside the jurisdictional conflicts and financial handcuffing, other challenges include; size, 
remoteness and isolation, infrastructure and housing disparities, professional and personal 
capacity, and the lack of equipment and specialized services, all of which play a continuing role in 
the success and limitations of on-reserve services (Mihychuk, 2018).  
New to the landscape of services for on-reserves is Community Living British Columbia 
(CLBC). CLBC in a provincial crown agency and is responsible for delivering supports and 
services that are categorized as Residential, Community Inclusion, Family Support and Specialized 
Behavior, Respite and Mental Health Services to people with intellectual disabilities who are nine-
teen and older. CLBC is a “recognized leader in supporting adults with developmental disabilities 
to live good lives in welcoming communities” (CLBC, 2013, p. i). Their funding criteria is divided 
into two streams. One is for people with developmental disabilities and the other for Personal 
Supports Initiative (PSI), specifically for people with fetal alcohol syndrome disorder and autism. 
Details regarding how this is working at ground zero on-reserves and what individuals are 
accessing and the limitations of those services have yet to be reported due to this service only being 
implemented in 2014. Based on some of the feedback I have received from families trying to access 
CLBC dollars is that the communication they have received is that priority funding usually goes 
to the health and safety concerns first. If there are not any health and safety concern a small respite 
amount per month can be accessed. For the most part families and some on-reserve agencies were 
not even aware of who CLBC was when services were expanded to on-reserve eligible community 
members. 
According to a small scan of services through-out BC, services vary from community to 
community. Services can include income assistance programs, social work/child welfare advocacy, 
LACK OF SERVICES AND THE IMPACT TO FAMILIES                        
  
 
26 
 
 
 
 
elder programs, youth programs, assisted living programs, home and community care, family & 
cultural programs, education, recreation, and employment readiness. Depending on the 
geographical location some communities offer more services than others.  
According to the National Collaborating Centre For Aboriginal Health, the Non-Insured 
Health Benefits (NIHB) program provides coverage to registered First Nations and Inuit for 
medically necessary items and services not covered by other plans and programs, for example 
medical supplies and equipment, drugs, medical health counselling and medical transportation to 
access health services not available within the community. It is important to note that not all 
communities have continuing care or homecare services and taking into consideration the lack of 
culturally appropriate and safe palliative care with no funding available for end-of-life care through 
either FNIHB or FNNIHCC our aging population with IDD will continue to suffer needlessly. 
When looking at the type of supports needed and matching that with the service options 
available, continuing care services could meet some of those needs for individuals with IDD and 
their families supporting them. Continuing care services include the Assisted Living Program, 
Community Care Programs and the Home Care Program. Assisted Living Program is “very 
limited” and provides non-medical social support services and consists of in-home care, adult 
foster care and institutional care. According to Brenda Shestowsky (Mihychuck, 2018), for those 
eligible, as part of an in-home care or adult foster care service they can receive light housekeeping 
services and supervision. For institutional care, the services help to subsidize the facility 
copayment fees related to room and board for those in an institutional environment, long-term care 
facility, or personal care home, either on or off reserve (Mihychuk, 2018). Although continuing 
care is only one option for support services, multiple witnesses emphasized the need to improve 
these services offered through the community health centers (Mihychuck, 2018).  
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When widening our perspective to include, “shared caregiving” we allow ourselves the 
opportunity to move through the shortcomings or our health system and shift our attention towards 
the well-being of communities and creating a collective health action to promote and maintain 
holistic health (Halseth, 2018). Community inclusiveness, from an inclusion facilitator’s 
perspective is to utilize the strengths of the family, the community and the community members 
to create or build on the pathways of inclusion that already exist.  We examine what feeds an 
individual’s spirit and what brings them joy and happiness. We reflect on what gives that sense of 
belonging and provides us with socially valued roles, both individually and collectively. Then we 
ask, how do we unlock new possibilities for life-belonging, learning and contribution so that we 
can look at shifting assumptions not just about where people with IDD belong but more 
importantly what do they deserve and desire?  A place of natural support that leaves no one out 
and benefits many. It serves a positive purpose for the individual with IDD, as well as the family 
and helps mitigate health crisis’s and intervention from mainstream services. Mainstream services 
that focuses on individual and his/her health seeking behaviors (Halseth, 2018).  
When looking to understand the differences between Indigenous ways of knowing and 
being verses that of how mainstream approaches service delivery, it is critical to examine the 
relevance of the data collected by the Canadian Disability Statistics and how this information is 
used to create services needed throughout BC and Canada.    
Scan of Mainstream Disability Services In BC  
Between 1985 and 1996 institutions for people with a variety of developmental disabilities 
through-out BC were being closed and due to the complex needs of some, families and the 
community living sector advocated for all health services to continue into the communities. In 
response to this need, funding was provided, and new roles were created in communities. 
LACK OF SERVICES AND THE IMPACT TO FAMILIES                        
  
 
28 
 
 
 
 
According to Supports & Services these roles included Health Services for Community Living 
(HSCL), Developmental Disability Mental Health Services (DDMHS), Provincial Medical 
Consultant Services (PMCS) and Dental hygienist and nursing consultants (Innovation, n.d.-a, 
n.d.-b). 
Health Services for Community Living works in partnership with Community Living BC 
and is a home and community care program that offers health services assessment planning and 
care supports for youth and adults with developmental disabilities as well as their families and 
caregivers. Their program provides access to a range of non-emergency community health services 
including physiotherapy, occupational therapy, nursing, nutrition, dental hygiene and swallowing 
assessments. Also, professional assessments of your actual and potential health care and safety 
needs, consultation with you and your family to create and implement a plan of care designed to 
meet your health-care needs, training and support for your family members and caregivers 
regarding direct care and safety needs, monitoring of your health for specific concerns over time, 
referrals to other health-care providers as needed, advocacy, and referrals for specialist care as 
needed (Home, n.d.) In order to receive these services an individual must have a developmental 
disability as defined under the CLBC Authority Act (Guidelines for Collaborative Service 
Delivery for Adults with Developmental Disabilities, n.d.).  
Developmental Disability Mental Health Services (DDMHS) provides individualized 
assessments, treatment and education for adults ages nineteen an older and youth ages twelve to 
eighteen with developmental disabilities (IQ of 70 or below) and complex mental health needs. 
The services range from hospital care, community-based residential, home health, mental health 
and public health services (Service Directory, n.d.). They can include psychiatric assessment and 
treatment, behavioral assessment and therapy, counselling, consultation to general practitioners 
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and other medical professionals, education and training to support networks and lastly, support and 
consultation to other community services (DDMHS-Brochure-2015, n.d.).  
Provincial Medical Consultant Services provide a Physician Medical Consultant who is 
knowledgeable about the specialized needs, conditions, and syndromes of adults with 
developmental disabilities and can provide advice and consultation to nurses, physicians, and other 
clinical professional related to medical care and treatment (Medical-Consultant-Provincial-
Medical-Consultation-Service.pdf.aspx, n.d.). 
Despite this increase in need demonstrated by Community Living BC (CLBC), the authors 
of Innovation identify various services available depending on the individual need and vary 
widely.1 For example, there are minimal services offered for those needing legal support (2), 
education (4/5), or employment services (5). Conversely, the widest array of services is available 
to clients seeking services for Health (14), Housing (14), Financial program (15), and those 
identifying as Children and Youth with Special needs (13). The authors also pointed out that 
services available to Indigenous Families include no adult supports and offer only aboriginal Infant 
Developmental Program and Aboriginal Supported child Development (Innovation, n.d.-b).  
In light of the all the barriers to services, complexities of the health care system and the 
reality of life as an Indigenous person living on-reserve it would appear plausible that the 
consequences and hardships that families experience will compromise a family’s ability to provide 
the quality of care needed and the ability to maintain the level of care needed. 
Longevity and High-Quality Care? 
 Parenting is the greatest challenge and most intimate experience for human beings; and 
how one parents, depends on varying factors, including the patterns that are experienced within 
 
1 For a full list see Appendix A 
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the families and the values that are submersed within communities (Clouston, 2008).When looking 
at what threatens an Indigenous family’s ability to or continue to provide high quality care it is 
important to reflect on the facts that the high rates of chronic health are shaped by and rooted in 
the health and the generations of racist colonial policies. Environmental dispossessions, 
degradation of the land, substandard living conditions inadequate access to health services, social 
exclusion and a dislocation from community, language, land and culture are all linked to adverse 
health for individuals and the community (King, Smith & Gracey, 2009; Reading & Wien, 2013). 
Based on the impacts of colonialism, and the intentional exclusion of First Nation communities in 
disability surveys, it was difficult and somewhat incomparable, to capture how longevity and high-
quality of care was or was not being met. Because of this, I had to broaden my research outside of 
the on-reserve parameters in order to capture what threatens families and a caregiver’s ability to 
provide high quality care.  
In its first ever known study using population level administrative data, who investigated 
the mental health of parents with children who have developmental disabilities in British Columbia 
from 1990-2014, it was concluded that there was strong evidence that mothers and fathers 
experience greater odds of depression or other mental health problems (Marquis, McGrail & 
Hayes, 2020). For the mothers, mental and physical struggles in addition to negative consequences 
in the psychological well-being were identified because of high levels of stress. As stated by 
Krauss, Kim, Greenberg & Seltzer (2003), it is the mothers in most cases who assume the 
responsibility of caring for people with chronic dependencies (Irazabal, Pastor, Molina, 2016).   
DiGiacomo also stated that as families and caregivers continue to fill the gaps in 
fragmented services and support systems (2009), the consequences include adverse health and 
social outcomes related to the high levels of stress while dealing with the challenges of caring and 
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juggling the demands of daily life (Edwards, Higgins, Gray, Zmijewski & Kingston, 2008; 
Llewellyn, McConnell, Gething, Cant & Kendig, 2010). These challenges include parents 
experiencing higher rates of caregiver burden and coping (Wang & Brown, 2009), depression, 
stress, including financial stress and are twice as likely to experience poor physical health 
compared to that of the general population (Edwards et al., 2008b; Improving-services-for-
Families-affected-by-FASD.pdf, n.d.; Shut out, 2009). The social effects identified by families 
included a decrease in family activities, less time for leisure or participation in activities to be 
active, and maintain friendships (Byram, 2018). In addition to the parents, siblings also expressed 
their impacts. Some of these included how typically developing siblings reported less time with 
parents, increased caregiving responsibilities, and decreased peer acceptance (Lauderdal & 
Blacher, 2010).  
The financial pressures however, that were noted by the parents, siblings and the aging 
population who are caring for individuals with IDD included limited income, additional medical 
expenses and as stated by M. W. Smull, the demands on social services have risen faster than 
funding (Fowlie, n.d.; Hayden & Goldman, 1996). Through-out the scan of literature with the 
mainstream population, concerns for the aging population caring for individuals with IDD was 
significant. This concern is relevant today given that the population statistics have identified by 
2036 our senior population could be more than doubled.  
As parents continue to be the primary sources of support and caregiving (Seltzer et al., 
1995) in addition to better nutrition, socioeconomic condition (Cooper et al., 2004) medical 
advancements, and good lives in the community, adults with developmental disabilities are 
experiencing longer life expectancies, which means that many parents are providing care well into 
their older adulthood while also adjusting to their aging process (Byram, 2018; Seltzer et al., 1995). 
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Older caregivers are often at risk for poor physical and mental health (Seltzer et al., 2004) and 
under tremendous stress because of failing health, financial pressures, bereavement and worry 
about the future of their sons/daughters. Further findings also revealed a severe lack of support, 
respite care and future planning which causes high stress levels for caregivers (Dillenburger & 
McKerr, 2011). 
An even more growing concern is that older families caring at home routinely do not plan 
for the future as they are unsure about planning (Byram, 2018), have a lack of knowledge about 
service alternatives (Smith & Tobin. 1989; McCallion & Tobin, 1995) and develop a fear of service 
rejection based on poor experiences in the past (Smith, Fullmer, & Tobin, 1994; Wood, 1993). 
That said, siblings are likely to be the most constant companion in the lifelong journey of an 
individual with IDD and often take on the role of primary caregiver. 
The top ten needs identified by a sibling who was now the primary caregiver included 
housing options, funding, finances, mental health, and finding and managing paid supports. Some 
of the specific comments included: 
 “Long wait lists for new housing. 5-10 years. Little sibling assistance. Parents too 
elderly to assist.” 
“Managing the red tape involved in any government program. Always dozens of 
phone calls, paperwork, authorizations. So many people involved in any program, 
this causes miscommunication. Too many hoops to jump through.” 
“My brother spends every weekend with either me or my sister He is 55 and when 
he was younger he would go to my parents’ home every weekend from the group 
home where he lives. As our mother is 94 and lives in a retirement home that has 
not been possible for some years so my sister and I take turns having him at our 
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homes. The difficulties are primary logistical: as I live alone, and as he can’t be 
left alone in my house except for very short periods of time, I’m very tied down 
every other weekend. This presents some difficulties (groceries, caring for my 
mother, etc.) particularly as I still work full time.” 
“Problem solving ‘care’ practicalities and dealing with exhaustion.” (Understanding-
the-Sibling-Experience-March-2018-Final, p. 13, 2019). 
Given parents and family were identified as being the top source of knowledge about the individual 
with IDD, the sibling study showed that family (specifically parents) filter, exclude or withhold 
necessary information from the siblings (Understanding-the-Sibling-Experience-March-2018-
Final, 2018) resulting in difficult transitioning. Given the shared caring approach identified in 
Indigenous research I would imagine this might not be the case for Indigenous families and 
communities; however, I was not successful in locating sibling specific research. 
Although some of these findings focusing on parents and caregivers of children with IDD, 
indicate that the research continues to speak to the complex relationship among service need, 
service use and stress experienced by families and caregivers through-out the lifetime of the person 
they are supporting. That said, knowing how well the caregivers think they can provide for their 
adult child in the future, is crucial when identifying the services needed, as all parents do not share 
the same concerns (Caserta, Connelly, Lund, & Poulton, 1987; Chiu & Hung, 2006); for example, 
having the right services and supports available in the right place at the right time when families 
are reaching crisis levels when not adequately supported [for example see CBC News (2014, May 
20) Re: Mother threatens to leave disabled daughter at minister’s office (online broadcast) 
(Ouellette et al, 2014). These in mind, policymakers and researchers working in this field need to 
take into consideration the needs of older caregivers (Dillenburger & McKerr, 2011). Although 
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lack of services plays an essential role in the overall care of an individual with IDD and the families 
supporting them, the limitations of services can equally contribute to the quality of care and the 
longevity of family support.   
When examining on-reserve services the limitations of continuing care services according 
to Robin Buckland, include limited hours and limited types of service (i.e., physiotherapy and 
occupational therapy). Other limitations include the classification systems used to determine what 
service can be accessed through the assisted living program as cited in (Mihychuk, 2018). 
Indigenous Services Canada uses classification systems from I to V. Types I care 
is residential care for persons requiring primary supervision and assistance with 
daily living activities (30 minutes to 90 minutes a day). Type II care is extended 
care for persons requiring availability of personal care under medical and nursing 
supervision (1.5 hours to 2.5 hours per day). Type III care is chronic care for 
persons who require a range of therapeutic services, medical management and 
skilled nursing care (minimum of 2.5 hours per day). Type IV care is rehabilitative 
care to restore or improve functional ability. Type V care is for patients who are 
seriously ill and present a need for investigation, diagnosis or treatment 
(Indigenous Services Canada, National Assisted Living Program Guidelines 
2018-2019). 
Although, jurisdiction and financial handcuffing were not addressed immediately, make no 
mistake, that due to chronic underfunding, excessive restrictions and bureaucratic processes that 
cause program denials and delayed approvals are leaving families with very few options and layers 
of unmet needs only to compile. Despite these very difficult positions families and the individuals 
with IDD may be experiencing, there is no room for underestimating the significant leverage of 
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one’s health and well-being when looking at a family’s resiliency and their ability to connect to 
community and culture.  
Community, Culture and Resilience  
Resilience has many meanings and manifestations; some see it as bending without breaking 
while others may say it is a search for success rather than an explanation for failure (Visions—
Aboriginal People | Here to Help, n.d.). Resiliency for Indigenous people is grounded in cultural 
values and traditions, the land, their language, and their collective history just as much as it is 
grounded in the renewal of their identity, language, culture and spirituality through political 
activism, empowerment, respect, and reconciliation. Strengthening this further are the stories that 
are built around culture and informed beliefs of personhood that connect the individual to the 
community (both past and present) and to the land and environment (Kirmayer, Dandeneau, 
Marshall, Phillips & Williamson, (2011)—Rethinking resilience, 2011). 
As an inclusion facilitator a considerable amount of time is dedicated to helping students 
identify their strengths and how resilient they are through each of their life experiences in hopes 
to encourage and empower them to keep moving forward with their education journey in an 
Aboriginal Post-Secondary Technical Institute. Yet, despite the best intentions the revitalization 
and recovery of Aboriginal cultures, traditions, and ways of knowing can have overwhelming 
restorative impacts at both the individual and community level (Kirmayer, Simpson & Cargo, 
2003)  Given this very intimate place for families and students, building a reciprocal relationship 
build on trust, respect and kindness is critical. The reciprocal part of our relationship is the honor 
I feel when students, families and even communities allow me the opportunity to be a part of their 
shared experiences. And with that, I become the student and they are the experts.  
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IV. Findings 
Through the generations of devastating, life altering and life taking actions of colonization in 
its many forms, now lie, serious spiritual, mental, physical, and emotional ill health among 
Indigenous people.  A once self-sufficient, proud and purposeful group of people who nurtured and 
reinforced collective families, sharing responsibilities, preparing and preserving food, raising 
children and caring for the elderly,  were robbed of family, cultural inheritance and dignity through 
violence, introduced diseases, and colonial policies and practices (Visions—Aboriginal People | 
Here to Help, 2008).  In an effort to acknowledge, respect and honour the losses suffered the ethical 
considerations while moving forward are consistently voiced through-out the literature. To lessen 
the impact to families and caregivers who are supporting adults with developmental disabilities. 
These included, providing communities with the opportunity for power and control; promote social 
justice; encourage powerful identities; build relationships; uphold a sense of belonging, 
responsibility for others, spiritually and life purpose; encouraging a sense of culture and historical 
roots; and providing access to basic needs to have equal and fair opportunities to a good life, all of 
which is to contribute to community, family, and individual wellness (What Works – RRC, 2019). 
Gaps in the Literature 
A significant gap recognized through-out the literature review was that there is little known 
about diverse cultures, and if families present the same or different needs and concerns (McCallion, 
Janicki & Griffin, 1997). Nonetheless, for the last two decades, the disability field has gradually 
come to a consensus that providing family support and delivering services using family-centered 
approaches are essential core concepts of disability policy and practice as cited in Turnbull III, 
Beegle & Stowe, (2001). Missing in the literature is how this is being done for Indigenous persons 
with IDD and their families supporting them on-reserve. Another gap in the research was the lack 
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of positive perspectives, which left little knowledge and understanding about what was working 
for families, caregivers and the individuals with IDD. 
Unfortunately, the literature review was very limited and in order to provide an indigenous 
perspective that would support the research question; however, there is enough literature that 
identifies real issues and gaps in current services that would validate the need for more research. 
Contributing to the lack of research is due to Community Living BC only expanding their services 
to on reserve in 2014.  
Implications for Practice, Policy and Research   
It is important to recognize that much of the information in this literature review is from a 
western perspective and is not always correct in relating to the plight of Indigenous families who 
are supporting individuals with IDD. Historically, information was shared orally and not written 
into academic papers and is still held and shared by Indigenous people through storytelling 
(Archibald, 2008).  “Indigenous stories and ways of storytelling are as varied as the locations and 
peoples they emanate from, as varied as the forms of oppression they speak against, and as varied 
as the methods of resistance they contain and speak to” (Sium & Ritskes, 2013, p. 7).  
Despite the lack of research comparable to that of our Western counterparts, the Truth and 
Reconciliation, United Nations Declaration on the Rights of Indigenous Peoples as well as other 
Indigenous researchers and supporters are tilting the scales about Indigenous knowledge, 
Indigenous best practices and culturally appropriate and culturally safe practices. 
Conclusion 
The main conclusions to be drawn from this literature review include, Indigenous adults 
with IDD are living on-reserve and despite the Canadian disability statistics excluding Indigenous 
communities, the data compiled serves a purpose that influence policy, programs and services. 
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Further research identified, from an Indigenous perspective, there exists two world views about 
disability yet there remains only one system of care. When looking at mainstream services IDD is 
driven by a medical model and requires a diagnosis to access any services. Research also identified 
the concerns surrounding mainstream services not being culturally appropriate or safe and often 
located outside of an Indigenous community. Contrary to mainstream services is the Indigenous 
perspective. This lens includes viewing disabilities as a gift and that everyone has a purpose while 
using a cultural framework to address well-being from a holistic perspective. When examining the 
longevity and current quality of care research reveals how this is continually compromised by 
jurisdictional concerns health disparities, social determents and that the challenges then contribute 
to the overwhelming feelings, mentally, physically, emotionally and spiritually. Thus, taking a 
significant toll on the health and well-being of both the family and the individuals with IDD; 
however, despite the compiling adversities families are experiencing, community, culture and 
resilience all contribute to the strength and hope that allows the families to keep moving forward. 
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Appendix A 
 Service Section # of Services 
1. Advanced Education 5 
2. Assistive Technology & Supports  8 
3. Children & Youth with Special Needs 13 
4. Early Childhood Intervention 6 
5. Employment 5 
6. Financial Programs 15 
7. Health 14 
8. Housing 14 
9. Interpreting Services 5 
10. K-12 Education 4 
11. Legal Support 2 
12. Seniors 5 
13. Sports & Recreation 7 
14.  Transition Planning 5 
15. Transportation 10 
16. Other Information – B.C. and Canada  5 
17. Other Information – International 2 
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